Study design: This is a cross-sectional questionnaire. Objectives: The objective of this study was to describe the impact of parenting young children with a spinal cord injury (SCI) on various life situations (for example, personal, vocational and social). Setting: Community; Denmark. Methods: A postal survey was designed to collect data in persons with SCI regarding the following: (1) socio-demographics, injury characteristics and parental status; (2) employment status; (3) environmental adjustments to support parenting roles; (4) childcare institution use and experiences; (5) network support for parenting; and (6) parenting advice for others. Results: A total of 62 persons (58% men) responded to the survey, with 56% having paraplegia and 44% having tetraplegia. The majority of men (83%) and women (62%) were employed during the first 10 years of their child's lives. Half of the sample (50%) did not find the accessibility of their childcare institutions optimal to accommodate their SCI. Only 22% felt that they got answers about being a parent with an SCI. The main advice provided by the sample to those considering of becoming a parent was encouragement, whereas the advice for municipalities was to provide more funding support for personal assistance and aids.
INTRODUCTION
As the prognosis after spinal cord injury (SCI) is improving, the number of individuals with SCI who want to become parents is increasing. 1,2 The UN's Convention on the Rights of Persons with Disabilities, Article 23 (Respect for home and family), commits each state to provide the needed support to parents with disabilities in order to make them able to fulfill their parental role. 3 Recently, the Danish Institute for Human Rights released a report about individuals with physical and intellectual disabilities rights to get support for parenting, which was in accordance with the UN's Convention on the Rights of Persons with Disabilities. The report concluded that municipalities have difficulties in providing the needed assistance to parents with disabilities as the legislation is not clear enough. Several cases in which children have been forcibly taken away from their parents with disabilities were studied. Two parents who were in a wheelchair (because of hemiplegia and cerebral palsy) had their children taken away, as it was deemed that their disability prevented them from providing the basic needs for their children. Disturbingly, their children were taken away before an investigation was conducted about how it would be possible to compensate for the parents' disability. One could question whether it would have been necessary if these parents had received the right support from their municipalities from the start. 4 The aim of this study was to document the impact of parenting young children with an SCI on various life situations. Specifically, we documented the experience of being a parent with an SCI, which included the working conditions, use of personal assistance, aids, childcare institution and support network. Doing so will provide health-care professionals with more knowledge on how to counsel their clients with an SCI who wish to become parents or who are currently parenting. Furthermore, the findings could serve to inform individuals who already have a child/children, and then sustain an SCI on how to adapt to the new situation. Although there are several studies 1,5-8 about parenting after an SCI, this study provides a contribution to the literature by examining several specific life domains (listed above), for both men and women, impacted by parenting after an SCI. children o10 years old at the time they started to use their wheelchair because of their SCI.
The questionnaire for the present study was developed with the assistance of a woman with paraplegia with two children. She gave ideas of what kind of problems persons with SCI might encounter as a parent, which helped identify the questions that would be relevant to illustrate these challenges. The questionnaire consisted of seven groups of questions: (1) General information (20 questions); (2)Working Conditions (6 questions); (3) Personal Assistance because of the Child (5 questions); (4) Home adjustments/Mobility Aids (10 questions); (5) Childcare Institution (14 questions); (6) Network (7 questions); and (7) Good Advice for Others (3 questions). A first edition of the questionnaire was e-mailed to four parents with an SCI (of whom three answered). Their responses were used to adjust the questionnaire. The revised questionnaire (Supplementary Appendix 1) was e-mailed (with one reminder) to the same parents, but none responded. These three were included in the study despite the fact that they did not complete the revised version of the questionnaire. To account for this, we reported revised questions for these individuals as 'Unanswered'.
A total of 99 persons (including the four asked to complete the first edition), 50 male and 49 female parents with an SCI, were asked to answer the questionnaire (anonymously if they wished) via e-mail or by post with a prepaid return envelope. A reminder was sent to those who received the request to participate by e-mail approximately 2-4 weeks following the initial contact. In all, 73 of the 99 persons (74%) replied, of whom 7 turned out not to fulfill the inclusion criteria and were thus excluded from the data analyses. Four participants declined to participate. The explanations for not participating included that either the questions in the questionnaire were not comparable to their injury, that their life situation did not allow it or that it was mentally stressful to answer the questions. Sixty-two individuals (63%) of the invited sample completed the questionnaire and met the study's inclusion criteria.
Statistical methods
Fisher's exact test was used to compare the responses across gender and impairment (paraplegia vs tetraplegia). The level of significance was set at 0.05. All the stated percentages in the results are based on those who have answered the particular question.
RESULTS

General information
The mean age of the responders at the time of the study was 48.1 years (range 29-72 years). The mean time since injury was 24.7 years (s.d. 14.5, median 24.5, range 2-55 years). The mean age of the responders' children was 15.8 years (s.d. 110.5, median 16, range 1-45 years). At the birth of the first child, among those who had their first child after their SCI, the mean age was 32.5 years (s.d. 8.4, median 36, range 21-54 years). The mean duration of their SCI at the birth of the first child was 16.5 years (s.d. 9.3, median 17, range 3-38 years). In all, 36 (58%) were men and 26 (42%) were women, 34 (56%) had paraplegia and 27 (44%) had tetraplegia. Fifty-three (87%) used their wheelchairs permanently and eight (13%) used their wheelchair at least 1 h a day. The number of children, the number of parents who had stepchildren and the number of parents who are or have been single parents are illustrated in Table 1 . Forty-three (72%) had children after their SCI, and seventeen (28%) had children before they sustained their SCI.
The nonresponder group (of those who received the questionnaire) consisted of 26 individuals. The nonresponder group was similar to the responders regarding gender distribution: 11 (42%) men and 15 (57%) women (P = 0.2).
Working conditions
Sixteen (62%) of the women and thirty (83%) of the men had jobs during the 10 first years of their children's life. Table 2 shows the amount of hours per week, and whether they were able to combine job with parenting, divided by gender. The results show that there was no significant difference between the two genders regarding employment (P = 0.08), nor being capable of combining job with parenthood (P = 0.16). The comments for the ability of combining work with parenting varied from five expressing 'not being able to work at all' with one of the responders stating 'to not being able to imagine a life without working'. The comments also indicated that it was easier for some of the parents to combine a job with parenting with a part-time job or having the opportunity to work from home. It should be noted that a normal fulltime job in Denmark is 37 h.
Personal assistance
Only 17 (28%) answered that they have received professional help and that there was no significant difference between those with paraplegia (21%) and tetraplegia (35%) (P = 0.38). Five answered that they had paid for the professional help they received. On the question 'Have you been able to manage the bathing situation of your child alone?' 26 (43%) answered 'No'. The responders with paraplegia were more capable of managing their child's bathing situation by themselves than those with tetraplegia (P = 0.0005). Specifically, only 5 (19%) with tetraplegia were able to manage compared with 21 (66%) of those with paraplegia. Twenty-four of those who were not able to manage the bathing situation of their child mainly got support from their partners. Of those who did not get help from their partners, seven got the help from a personal assistant and one from another family member. A general tendency was that when the children were quite small the parents with an SCI needed help in the bathing situation but the need for help diminished when the children grew older and could be more involved in their self-care. Two of the comments from the respondents also showed that there could be some ambivalence regarding receiving personal assistance. For instance, one responder noted his ambivalence of receiving support from the BPA (Borgerstyret Personlig Assistance), the citizen-driven personal assistance program. He commented 'Therefore it was a great help with the BPA-system, so I can save the little strength that I have, for my family.'. At the same time, the same person commented that it was a challenge having someone else around their child. Other notable comments were one person stating that she got bedsores because of the lack of help. Another of the participants wrote that his wife got permission from her work with full salary from the municipalities, in order to meet the family's needs.
Home adjustments and aids
Thirteen (30%) of those who had children after getting their SCI answered that there was a need for home adjustments after the baby was born. However, these adjustments were primarily made at the time of the injury and not because of the birth of their child. There was no significant difference between those with paraplegia (21%) and tetraplegia (9%) in this respect (P = 0.32). The home adjustments made because the children were primarily new furniture: for example, height-adjustable changing table or a cot with wheels.
Fifty-five (92%) had a car and fifty-two (95%) of these used either a lift or other aids/equipment in relation to the car. Two parents, who did not have a car, mentioned that they have wished to have one, but that it was too expensive, and the municipality had refused their application for financial help to buy a car. Thirty (48%) used one or more of the following aids; three did not know that these existed:
Height-adjustable baby changing table Cot adapted for wheelchair-bound parents Baby harness for parents in wheelchair Wheelchairs with extra functions: for example, baby chair in front of the wheelchair where the baby is at the same height as the parent Aids for lifting the baby from the floor One answered that they, from the municipality, requested a wheelchair with baby chair in front of the wheelchair where the baby can be at the same height as the parent. She got the answer that such a thing did not exist.
Some of the parents had their own simple solutions for making their daily living easier. Two had bathtubs on a stand at the same height as the wheelchair and one used fabric diapers to lift the child from the floor. More solutions invented by the parents are presented in Table 3 .
One of the parents had two of her children forcibly removed for a half year. She commented that she applied to have the aids mentioned in the questionnaire and some home adjustments because of her children. Because she had a personal assistant around the clock, however, she was not granted the home adjustments.
Seventeen (77%) of the women could breastfeed without aids/help, and there was no significant difference between women with paraplegia (85%) and those with tetraplegia (50%; P = 0.21). Child-chair put in a bicycle trailer attached to the wheelchair. Attached the changing table with two jacks on the wall so that I could get under it when the boys had to be changed.
Handbike with a child-chair.
Two baby-seats attached behind the mini crosser. Standing chair.
High-chair that could be adjusted up and down. Used a sleeping bag when she lay on the floor. Otherwise she could be raised up with her playpen. I bought a bed where the side could be removed, in an ordinary store, lifted the child from the floor in a normal pram harness or with the dungarees. Used a regular baby carrier or a sling, which worked really well because the baby was close to the body and almost sitting on the lap so it does not affect the balance very much.
As a cot we used the baby carriage-it is stable and has the advantage that you can cradle them when they go to sleep and it can be quite close to my bed.
We used a cradle that we hung up on a hook in the ceiling right next to my bed so that I could take her over to me at night without that I would need to go out of the bed.
Have not had any tools to lift my kids up from the floor. An experienced wheelchair mother taught me to take hold of the clothes on the baby to raise it from the floor (it requires of course that they can hold their head)..
I had made a beanbag pillow that they sat in; in the sofa-it was incidentally also good for breastfeeding.
I used often a buggy, where they could be at a height so it would be easier for me to lift them up. It also has the advantage that it can be pushed around everywhere.
Stroller from the brand 'Teutonia', with a fixed lift that granted that I could see my child (not as high as prams).
Childcare institution
Twenty-four answered that their SCI had influenced on their choice of childcare institution. The explanations were mainly that they chose a childcare institution on ground level without stairs and where there was indoor and outdoor access for wheelchairs. Half of the parents with an SCI did not feel that the access to their childcare institutions was such that she/he could get in without extra help consisting of specific environmental adjustments. The main adjustments noted were mainly the installation of a ramp. Twelve of the responders had ramps installed at the childcare institution. Some of the parents mentioned that ramps were already in place. One other problem with the accessibility was issues with opening the door by themselves while sitting in their wheelchair. The doorknobs were placed higher up so that the children could not get out by themselves. The solution was that they called the childcare institution by phone when they arrived so that the staff would come out to the parking lot and receive the child. One-third did not feel that the interiors of their childcare institution were wheelchair friendly. Only 10 respondents felt that they did not have the same access to the parents' meetings in the childcare institution as their able-bodied peers. The reasons for these difficulties were mainly related to environmental barriers, which included holding meetings in the basement or on the second floors of buildings without elevators. One parent had difficulties in attending the parent meetings because there was no wheelchair-accessible toilet.
Nearly all felt that their child/children's friends could come home to them and play. Only 16 felt that they got special treatment from the parents of their children's' mates in the childcare institutions or school because of his/her SCI, which were perceived mostly in a positive way (for example, being more helpful and open). Only one of the responders experienced negative treatment from other parents because of his SCI. Other experienced insecurity from the able-bodied parents (for example, they did not know what to say or that they doubted their ability of being a parent). The insecurity lasted only until they got to know the parents with an SCI.
Network
Among those who had children after their SCI, 15 (38%) felt that they got advice before the pregnancy and birth. There was no significant difference between men (15%) and women (22%) (P = 0.10). Only 11 (22%) felt that they got answers to their questions about what it is like to have small children as an SCI parent. Mostly they had the answers from their midwife (four responders).
Twenty-one participated in mother/father groups, with a significant difference between women (67%) and men (23%) (P = 0.003). Eleven of the comments to the question 'Has there been anything you have missed' were about not having a person in the same situation to talk to and share concerns with. The following comment by a male with tetraplegia illustrates this:
Was unfortunately not in a fathers group because I had to have one helper to play with the baby.
I've missed sharing concerns, experiences, get advice, be confirmed as a parent of peers, other wheelchair users or others who might be acquainted with my problems. I was almost depressed, but drove on and watched the child, went out, slept too little, was not thinking about my needs. Could not share my real concerns besides trivial new father and mother issues.
Seven of the other provided comments were about the difficulties in the cooperation with the municipalities: for example, in not getting the help or aids needed.
Good advice for others
The advice for other women and men with SCI revealed that 13 responders' approach was to encourage those who want to become parents. For the parents-to-be, nine responders stated that they would suggest getting in contact with other parents with SCI, in order to get ideas of simple solutions to daily challenges. Contacting the mentoring program in RYK (SCI consumer organization) was also suggested by two responders. Table 4 lists some of the advice given by the participants.
The advice for the municipalities, in combination with the answers to the above question 'Have there been anything you have missed?', revealed a dissatisfaction by 21 (34%) parents. The dissatisfaction was about the difficulties in obtaining help from the local authorities. This included not being able to get the personal assistant they needed (four comments) or that the necessary mobility aids were not allocated (four comments) and that the municipalities did not show any understanding of their situation as parents with an SCI (three comments). These comments came from both genders, as well as from persons with tetraplegia and paraplegia. The municipalities were thus advised to improve in relation to financial support for mobility aids and personal assistance in order to make it easier for individuals with SCI to fulfill their parenting role. The municipalities were also advised by one parent as follows:
More information about individuals with a spinal cord injury who have some ability to walk. It is hard being walking with a spinal cord injury and be in need of aids like wheelchairs. I think that the municipalities do not have that much information/understanding.
DISCUSSION
Our study indicates a very high general satisfaction of the SCI parental role, which is consistent with findings from previous studies. 1, [8] [9] [10] A good advice for keeping your family has to be to count +-points. Give every single thing you experience in your everyday life a +-point (e.g., my wife, my beautiful wife gets down the stairs and is happy-one +-point). Another good advice for keeping your family is to accept your situation and work on how to get the best out of the new situation. There is nothing that is so bad that it is not good for something else. It's all about finding the good things so you do not end up like an old, bitter man (or woman).
Remember to get a good relation to the municipalities. Never take no for an answer, use, for example, RYK, Danish Federation for the Disabled. The independent consultant on the disability field can help and advice one on how to appeal about a no/refusal in your application to the municipality.
It gets easier to be the mother you want to be the older the child gets, in the mean time it's all about finding the best possible way to be as close as you can to your child. I cannot recommend enough to get down on the floor, where you can be close to your child. I would recommend you to study the law of Social Services and decide to fight for a good life. It's not the municipalities' decision it's YOUR'S. Fortunately, even the municipalities have to follow the law, even though they will try to convince you otherwise.
Most of the parents in the present study have not met any negative treatment from the parents of their children's' mates in the childcare institutions or school: only helpfulness and consideration. The sample felt that they generally had the same access to the parent meetings as able-bodied parents, but there were some environmental barriers. The employment rate among the parents with an SCI (men 83% and women 62%) was relatively high, when considering the employment rate among Danes in general in 2014 was 73.5% at the age of 15-64 years, 76.2% for men and 70.8% for women. 11 However, these figures are not directly comparable, because the parents with an SCI were just asked whether they had been employed at some time during their children's' first 10 years. It gives the individuals with SCI higher life satisfaction and sense of well-being and better self-esteem to be employed. 6 Our study indicates that it was easier to combine their job of being a parent with part-time employment. Similar findings regarding employment are described by Aune. 12 In addition, it is reasonable to presume that individuals with more resources/less premorbid psychosocial problems are more likely to have children and to be able to respond to the questionnaire distributed in the present study. Regardless, the findings described above are encouraging to women and men with SCI who wish to become a parent post injury.
There are good possibilities regarding circumventing environmental barriers outside the home (for example, parent meetings not held on the ground level or not having toilets for disabled), having in mind that the parent meetings typically are planned months in advance. It indicates a great need for clearer guidelines for childcare institutions/ schools about how to make consideration to parents in wheelchairs (for example, when planning a parent meeting, consider the physical premises: whether there are stairs without access to an elevator, are there toilets for disabled nearby and is there place for a wheelchair).
Our study indicates that 17 of the respondents could breastfeed without aids/help, with no significant difference between women with paraplegia and tetraplegia. However, it is well known that women with tetraplegia have the absence of sympathetic innervation to the breasts and impaired milk production and that successful maintenance of breastfeeding is only possible with special training. 2,13,14 An explanation for not finding this difference in our sample may be because of the relatively few women participants.
Seventy-three percent of the responders did not feel that they got their questions about what to expect as a parent with an SCI to small children answered. A couple of parents did not know that some of the aids mentioned in the questionnaire existed. This knowledge suggests that the information given to the parents or parents-to-be is not sufficient.
As the comments from the responders illustrate, there are several parents in the study who express a need to get into contact to other parents in the same situation. This was also stated by Tebbet and Kennedy: 'Women with first-hand experience of the event were seen as providing a valuable insight, and women who had not spoken to mothers with SCI reflected that they would have found this useful.' 5 This is similarly described by Kaiser et al. 8 The usual mother/father groups were not always efficient for the parents with an SCI, because the issues of the parents with an SCI encounter are not always comparable to the issues able-bodied parents are facing.
Personal assistance is a necessity for some of the parents with an SCI who rely on help to have their everyday life needs met. There are, as seen among two of the comments an ambivalence regarding receiving personal help for fulfilling their parenting roles. On one hand, the help gives the parents more energy for their family and work. Conversely, it is hard to see someone else take care of their child, which fosters a lack of privacy, as there is a 'stranger' present all the time.
The ambivalence of receiving personal assistance and the need for more support from the authorities are also described in two previous studies by Shpigelman 15 and Prilleltensky. 16 Although the studies were based on mothers with different types of physical disabilities (cerebral palsy, muscular dystrophy, paralysis caused by polio virus, SCI and so on), it is reasonable to believe that it is similar for both mothers and fathers, with varying kinds of disabilities, including SCI. The two studies, one from Israel and the other from Nashville (USA), indicate the same problems as in our study (that is, challenges are the same regardless which of these countries the individuals with disabilities are living in). It would be interesting to further investigate the negative impact of having professional help in relation to the intimate contact to one's children and the impact on the persons' self-esteem as a parent.
The majority of the parents (92%) had a car, which is consistent with an earlier Danish study on access to transportation post SCI, in which 86.4% of 236 individuals with SCI had a car. 17 The use of the above listed aids was lower than 50%; taking into consideration that the aids facilitate the daily living and give the parents more independence, the usage seems to be low. Some of the responders have expressed their dissatisfaction regarding the difficulties in obtaining the needed aids; this dissatisfaction has also been described in a previous study. 8 Each parent should probably be evaluated for the need of such aids. In case the aids are considered relevant, the parents should be informed about the possible alternatives of aids that may facilitate their daily living. The fact that three of the participants were not even aware of the existence of the listed aids could indicate the need of more information about the available aids for parents with an SCI. A study conducted in Denmark showed that only 62 participants out of 236 regularly got information about new aids. 18 
Suggestions
Development of detailed guidelines for health-care professionals and childcare institutions/schools about how to minimize the environmental barriers for individuals with an SCI-as well as other wheelchair-bound parents-for them to be on equal terms with able-bodied parents (for example, ensuring that the parents' meetings are held in a place where parents in wheelchair can access without additional help). In addition, a wheelchair-accessible toilet should be available. Detailed guidelines for social workers in the municipalities should be designed in order to ensure that they could do their job without misunderstanding the existing laws and regulations. Every interested parent with SCI should at the time of the birth of their child/at the time of the injury if having children should be evaluated regarding their need for special (mobility) aids.
A guideline on what to expect as a parent with an SCI should be developed and should be made available in hospitals/institutions involved with the care of individuals with SCI. The guidelines should be directed to both individuals with SCI becoming parents and parents who acquire an SCI. Investigate the possibility of establishing parent groups for parents in wheelchair.
If each parent is given the optimal support regarding mobility aids for example, there is a possibility that there would not be a need for a personal assistant, which is far more expensive. Alternatively, it could reduce the number of hours needed for a personal assistant. This could, for example, be done by a social worker in collaboration with an occupational therapist who could visit the parent with SCI before the child is born, which is when most parents typically buy most of the equipment used for the child at this time and inform them about the possible aids and what could be relevant. Shortly after birth, another visit should take place in order to make a precise evaluation of what is needed for the parent with SCI to ensure that they can be as independent as possible.
The obtained knowledge will also be made available for individuals with SCI considering becoming parents.
Limitations of the study
The questionnaire used for this investigation has only been tested in three persons, and therefore some of the questions might not have been clear enough, and were thus left unanswered. Some of the questions were answered with both yes and no, which also indicates that some of the questions might need to be more detailed or precise.
The questions in our questionnaire are very general, and therefore might have contributed to difficulties in answering some of the questions. For example, some questions might need to be tailored for those who sustained their SCI after their children were born vs those who had their children post SCI.
The etiology of the SCI was not asked in the questionnaire. Whether this may have influence on the results is not known.
Because of the wide age-range of the responders, some of the answers can be misleading because, for example, some of the existing aids did not exist 30 years ago and the existing laws were not comparable to those that were in place 20-30 years ago.
CONCLUSION
The study shows that the major issue for parents with an SCI is the lack of help from their municipalities. Regardless, the majority of the sample were generally very satisfied with their parenting role and they all encouraged other individuals with SCI who want to become parents 'to do it'. This indicates, just as the report from The Danish Society for Human Rights suggests, that there is a need for better and clearer laws and guidelines for the social workers regarding how to give the best support to the parents with disabilities.
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